Objective During the clinical encounter, rheumatoid arthritis (RA) patient goals for care often go unexplored. The aim of the present systematic review was to identify needs, goals and expectations of RA patients in order better to guide systematic elicitation of patient goals in clinical encounters.
activity, treatment strategies and individual goals may promote better alignment between patients and clinicians, and lead to higher decision quality and medication adherence, and improved health outcomes (Bodenheimer & Handley, 2009; Heisler et al., 2003) .
The objective of the present study was to review the existing literature on the needs, goals and expectations of RA patients in order better to guide a systematic elicitation of goals that matter to patients. As the extant literature in this area is largely qualitative, the present paper reports the results of a narrative analysis through a synthesis of recurring themes and identification of current gaps in knowledge. The potential implications for the treatment of RA, patient engagement strategies and educational interventions are discussed.
| METHODS
A search of MEDLINE, PsycINFO and the Cochrane Library between 1 January 2000 and 31 December 2015 was performed by an academic librarian using a specialized algorithm to find studies about RA patient goals and expectations for care. The search incorporated the following subject terms: rheumatoid arthritis, goals, health priorities, attitude to health, needs, expectations, activities of daily living, quality of life and treatment outcome. Search results were limited to papers in the English language and adult patient populations. The titles and abstracts of papers were retrieved and screened manually by investigators. The inclusion criteria for the papers were empirical investigations, quantitative or qualitative, involving assessments of the needs, goals and expectations of adult patients with RA.
Investigators utilized inductive methods drawn from grounded theory (Charmaz, 2014; Glaser & Strauss, 2009) to analyse the studies identified in our search. Following the general principles of interpretative qualitative data analysis, investigators first screened selected articles and reflected on them by taking notes on their observations of article content in a process called 'memoing' (Bernard, 2011) .
Investigators then utilized these memos during a process of open coding, in which codes were assigned to sections of text deemed to be meaningful and relevant to the objectives of the literature review.
Using a preliminary coding schema developed from the open coding process, investigators inductively analysed data in ways that facilitated the emergent themes and then constructed a conceptual rendering of relationships between themes. As an additional form of data analysis, a member of the research team extracted goals from the included studies and systematically organized these goals into a spreadsheet.
In order to ensure trustworthiness, or achievement of high credibility and objectivity, two of the authors, with different backgrounds, examined the data independently. The lead author EH holds an MA in anthropology and specializes in medical anthropology and qualitative research methods, while JB is a practising rheumatologist and health services researcher. While these authors have different backgrounds, agreement on primary themes was reached. In addition, group meetings with three of the authors were held in order to achieve consensus on conceptualized themes and to also further refine thematic categories.
| RESULTS
A total of 909 titles were retrieved from MEDLINE. Searches of PsycINFO and the Cochrane Library did not produce any relevant articles. Investigators excluded 871 articles after reviewing titles and abstracts. Of the remaining 38 papers read in full, 16 were excluded (Figure 1) . A total of 22 papers met the final inclusion criteria (Table 1) .
In 11 of these, the identification of patient goals for RA care was the primary scope. The methodological approaches of the studies varied and included qualitative (N = 12), quantitative (N = 9) and mixed methods (N = 1) designs.
Across the 22 reviewed studies, a total of 481 individual goals were identified (Table 2 ). Our analysis identified four major thematic domains: (a) the bodily experience of rheumatoid arthritis; (b) achieving normalcy and maintaining wellness; (c) social connectedness and support; and (d) healthcare interactions. It should be noted that these themes are not discrete categories as there is overlap among these groupings. However, viewing patient goals in thematic categories provides a useful framework for better understanding the complexity of the RA care experience.
| The bodily experience of rheumatoid arthritis
The physical symptomology of RA was identified as a theme in which patients reported specific goals related to general disease improvement and minimization of RA symptoms. Broad goals in this domain included functionality (N = 13), pain reduction (N = 12), lessening of joint swelling and stiffness (N = 8), increased energy levels (N = 7) and mitigating the undesired impacts of medications (N = 6). Less often mentioned was the prevention of further progression of RA damage (N = 5) and concerns related to sexuality and reproduction (N = 2).
Examples of specific functionality goals included improvements in grip force (Ahlmen et al., 2005) , muscle strength (Ahlmen et al., 2005; van Tuyl et al., 2015) , arm function (Heiberg & Kvien, 2002; ten Klooster, Veehof, Taal, van Riel, & van de Laar, 2007) , bending (Heiberg & Kvien, 2002; ten Klooster et al., 2007) , engagement in physical activities (Funahashi & Matsubara, 2012; Salt & Peden, 2011; Sanderson, Morris, Calnan, Richards, & Hewlett, 2010a) and mobility (Ahlmen et al., 2005; Buitinga, Braakman-Jansen, Taal, & Laar, 2012; Carr et al., 2003; Heiberg & Kvien, 2002; Robinson & Walker, 2012; Salt & Peden, 2011; Sanderson et al., 2010a; Sanderson, Morris, Calnan, Richards, & Hewlett, 2010b; ten Klooster et al., 2007) . The results indicated that pain-related treatment goals among RA patients involved the elimination (Funahashi & Matsubara, 2012) or reduction of pain to manageable levels (Heiberg & Kvien, 2002; Hofmann et al., 2015; Salt & Peden, 2011; Sanderson et al., 2010a Sanderson et al., , 2010b ten Klooster et al., 2007; Wen et al., 2012) . A decrease in fatigue (Ahlmen et al., 2005; Buitinga et al., 2012; Carr et al., 2003; Funahashi & Matsubara, 2012; Hewlett et al., 2005; Sanderson et al., 2010a Sanderson et al., , 2010b , finding ways to avoid worsening fatigue (Buitinga et al., 2012; Carr et al., 2003) and desire for an improvement in energy levels (Sanderson et al., 2010a (Sanderson et al., , 2010b Salt & Peden, 2011) Salt & Peden, 2011; Sanderson et al., 2010b ) and ensured efficacy (Carr et al., 2003; Hofmann et al., 2015; Salt & Peden, 2011) . Interestingly, despite the emphasis on remission found in TTT recommendations, remission was only explicitly identified as a treatment goal by RA patients in one study (Wen et al., 2012) .
However, patient goals included concepts reflecting a desire for disease remission, including absence (van Tuyl et al., 2015) Decrease medication side effects (9) Improved mood (12) Effective communication (13) Prevent progression (9) Home life (9) Good relationship with provider (10) Swelling improvement (8) Reduce stress (3) Early RA care improvement (8) Reduction in medication (7) Care coordination improvement (7) Stiffness Improvement (6) Trust in provider (6) Improve treatment (6) Access to primary care (2) Improvement in physical appearance (4) Cost effective treatment (2) Medication efficacy (4) Equity in RA treatment access (2) Sex and intimacy (3) Fine motor skills improvement (2) General health maintenance (2) Remission (1) Subjective conceptions of the self were also linked to the physical manifestations of RA. Results from the study by Salt and Peden (2011) indicated the importance of feeling good about one's physical appearance. Similarly, researchers documented the importance of having a positive body image (Hewlett et al., 2005) and not feeling embarrassed about the visible manifestations of RA (Hofmann et al., 2015; Sanderson et al., 2010b) .
| Achieving normalcy and maintaining wellness
Maintaining wellness and achieving a sense of normalcy despite the presence of chronic illness emerged as an important goal of RA treatment among patients. Within this domain, we identified freedom (N = 10), normalcy (N = 9), general well-being (N = 9), self-efficacy (N = 9) and mood improvement (N = 4) as broad goals. Specific treatment goals related to freedom, included increasing (Bergsten et al., 2011; Carr et al., 2003; Sanderson et al., 2010a Sanderson et al., , 2010b or maintaining (Hewlett et al., 2005; Hofmann et al., 2015; Salt & Peden, 2011; van Tuyl et al., 2015) independence, and avoiding dependence on medications (Buitinga et al., 2012; Ward et al., 2007) or other people (Buitinga et al., 2012; Carr et al., 2003) . Patients reported preferences for treatment outcomes that involved finding ways to live normally (Ahlmen et al., 2005; Carr et al., 2003; Hewlett et al., 2005; Hofmann et to 'forget' about (Carr et al., 2003; Sanderson et al., 2010a) or minimize the focus on (Sanderson et al., 2010b) having RA.
Getting enjoyment out of life (Ahlmen et al., 2005; Buitinga et al., 2012; Hewlett et al., 2005 , Sanderson et al., 2010a , 2010b while feeling well (Carr et al., 2003; Hewlett et al., 2005; Hofmann et al., 2015; Sanderson et al., 2010a Sanderson et al., , 2010b ) and working to improve overall quality of life (Funahashi & Matsubara, 2012; Sanderson et al., 2010a Sanderson et al., , 2010b were deemed important. Confidence (Ahlmen et al., 2005; Bergsten et al., 2011; Sanderson et al., 2010b) , acceptance (Bergsten et al., 2011; Buitinga et al., 2012; Hofmann et al., 2015; Salt & Peden, 2011) and motivation (Sanderson et al., 2010a (Sanderson et al., , 2010b ) influenced perceptions of self-efficacy. Moreover, finding meaning in the illness experience (Bergsten et al., 2011; Buitinga et al., 2012) , feelings of control (Ahlmen et al., 2005; Buitinga et al., 2012; Hewlett et al., 2005; Hofmann et al., 2015; Sanderson et al., 2010a Sanderson et al., , 2010b Ward et al., 2007) and the ability to 'do the things you want to do' were identified as important capabilities (Sanderson et al., 2010a (Sanderson et al., , 2010b . Lastly, RA patients reported that developing emotional coping skills (Hofmann et al., 2015; Sanderson et al., 2010b) , improving mood (Heiberg & Kvien, 2002; Sanderson et al., 2010a Sanderson et al., , 2010b ten Klooster et al., 2007) , reducing stress (Heiberg & Kvien, 2002; Sanderson et al., 2010a Sanderson et al., , 2010b ten Klooster et al., 2007) and addressing depression (Sanderson et al., 2010a (Sanderson et al., , 2010b Wen et al., 2012) were treatment priorities.
The physical and psychosocial impact of RA shapes an individual's ability to adapt and perform the functional activities of everyday life. Our analysis of the literature revealed that RA patients wanted support in achieving goals related to their work (N = 12) and home lives (N = 5).
They identified returning to or maintaining employment (Hofmann et al., 2015; Kristiansen et al., 2012a Kristiansen et al., , 2012b Ward et al., 2007; Wen et al., 2012) , workplace support (Kristiansen et al., 2012b) and fulfilling work expectations (Ahlmen et al., 2005; Funahashi & Matsubara, 2012; Heiberg & Kvien, 2002; Hewlett et al., 2005; Kristiansen et al., 2012a; Robinson & Walker, 2012; Sanderson et al., 2010a Sanderson et al., , 2010b as important considerations in the identification of treatment priorities.
In addition, they deemed the ability to complete household tasks (Heiberg & Kvien, 2002; ten Klooster et al., 2007) and to maintain the same role within the household (Hewlett et al., 2005; Robinson & Walker, 2012) as important. Participation in work in and outside of the home is integral to the way people build a sense of identity (Beech, 2008) and, given the overarching impact of RA on a person's everyday life, it is important to consider their work and domestic lives in developing treatment goals.
| Social connectedness and support
Results from the literature indicated that social support (N = 8) and social connections (N = 6) are important outcomes to RA patients.
Examples of social support include psychosocial care (Ahlmen et al., 2005; Bergsten et al., 2011) positive encouragement (Wen et al., 2012) and help from family and friends in the completion of daily tasks (Bergsten et al., 2011) . These patients also indicated a need for increased family support (Bergsten et al., 2011; Heiberg & Kvien, 2002; Radford et al., 2008; ten Klooster et al., 2007) and adequate levels of social support in general (Bergsten et al., 2011; Hofmann et al., 2015; Kristiansen et al., 2012a) . They reported preferences for treatment outcomes that facilitated improved social connectedness through participation in social activities (Heiberg & Kvien, 2002; Hewlett et al., 2005; ten Klooster et al., 2007) , management of social roles and expectations (Ahlmen et al., 2005; Kristiansen et al., 2012a) and the development of new interests and relationships (Sanderson et al., 2010b) .
While RA patients viewed interactions with family members, friends and communities as important to their well-being, some pointed to a problematic a gap in the knowledge of RA in the general population (N = 6). These patients articulated a desire for increased awareness of RA in the community (Bernatsky et al., 2010; Hofmann et al., 2015; Ward et al., 2007) as well as to be recognized by others as experts on living with RA (Ahlmen et al., 2005) . This is also true of RA patients' interactions with the healthcare system and the people within the system delivering medical care.
| Interpersonal and healthcare system interactions
Given that RA is a chronic disease requiring intensive self and clinical management, RA patients often have frequent interactions with the healthcare system. Results from the literature point to the salience of contact with clinicians, nurses and the wider system in the lives of people with RA. Our analysis of this theme revealed that these patients identify preferences for positive dealings with the healthcare system that involve effective patient-provider communication (N = 10), availability of support services (N = 8), access to rheumatologists (N = 7), RA education (N = 7), patient-centred care (N = 7), sensitive healthcare delivery (N = 6) and care coordination (N = 5). Less often mentioned, but important to a number of RA patients, were primary care access (N = 2), cost-effective RA care (N = 2) and trust in healthcare providers (N = 2). Effective patient-provider communication was conceptualized by RA patients as active listening on behalf of the provider (Carr et al., 2003; Salt & Peden, 2011) , reviewing current disease status (Kristiansen et al., 2012a; Ward et al., 2007; Wen et al., 2012) , discussing complications (Wen et al., 2012) , addressing medication efficacy (Kristiansen et al., 2012a; Radford et al., 2008; Wen et al., 2012) and ensuring the provision of clinic visiting time for answering questions (Salt & Peden, 2011) and provider feedback (Bergsten et al., 2011) . Many RA patients prioritized support services such as social work (Kristiansen et al., 2012b) , mental health services (Hofmann et al., 2015; Radford et al., 2008) and physical therapy in treatment (Ahlmen et al., 2005; Bergsten et al., 2011) . These patients indicated the importance of having access to specialty rheumatology care (Ahlmen et al., 2005; Bergsten et al., 2011; Buitinga et al., 2012; Carr et al., 2003; Salt & Peden, 2011; Sanderson et al., 2010b; Wen et al., 2012) and RA education for themselves and their families (Bernatsky et al., 2010; Jacobi et al., 2004; Kristiansen et al., 2012b; Hofmann et al., 2015; Radford et al., 2008; Salt & Peden, 2011; Ward et al., 2007; Wen et al., 2012) for the achievement of treatment goals.
Next, RA patients emphasized that patient-centred care involving patient-directed decision making (Bergsten et al., 2011; Carr et al., 2003; Hofmann et al., 2015; Ishikawa, Hashimoto, & Yano, 2006; Jacobi et al., 2004; Kristiansen et al., 2012b; Salt & Peden, 2011 : Ward et al., 2007 and sensitive healthcare delivery characterized by empathy (Bergsten et al., 2011; Ishikawa et al., 2006; Radford et al., 2008; Salt & Peden, 2011) , mutual respect (Kristiansen et al., 2012a; Salt & Peden, 2011) and kindness (Jacobi et al., 2004; Salt & Peden, 2011) were important treatment priorities. Lastly, RA patients articulated that priority for effective care coordination among different healthcare personnel (Bernatsky et al., 2010; Jacobi et al., 2004; Radford et al., 2008; Sanderson et al., 2010b) , improved access to primary care services (Bernatsky et al., 2010; Carr et al., 2003) , knowledge of the costs associated with treatments (Jacobi et al., 2004; Wen et al., 2012) and trust in providers' capabilities (Jacobi et al., 2004; Kristiansen et al., 2012a; Salt & Peden, 2011; Ward et al., 2007) . goal setting are associated with improved outcomes in chronic disease (Heisler et al., 2003) , in ways that enhance patient satisfaction, quality of care and health outcomes, and decrease health costs and health disparities (Epstein, Fiscella, Lesser, & Stange, 2010) . Studies in primary care settings have shown that patients with clearly defined health goals demonstrate more effective self-management behaviours (Brownell & Cohen, 1995; Levetan et al., 2005; Yates, Davies, Gorely, Bull, & Khunti, 2009) and that a collaborative style of patient engagement in the development of treatment goals increases patient understanding and motivation to follow treatment plans (Heisler et al., 2003; Bodenheimer & Handley, 2009 ). In the context of diabetes care, which is similar to that of RA, in that it is a chronic condition that requires intensive self-management, patient-provider agreement on treatment strategies is associated with higher patient self-efficacy and self-management (Heisler et al., 2003) . This evidence supports the importance of a strong patient-provider relationship characterized by effective communication and trust. An intersubjective understanding of a health condition and associated treatment strategies is essential for fostering a trusting patient-provider relationship that facilitates the delivery of high-quality care (Saba et al., 2006) . The identification of care goals deemed to be important by the patient is an essential first step in fostering a patient-provider relationship characterized by trust and shared experience.
There were limitations to the current review. First, the data were derived from predominantly qualitative studies, and the quality of data collection was difficult to judge. Second, the studies did not allow for an analysis of goals by individual patient characteristics (e.g. ethnicity, age, gender, socioeconomic status, disease severity) that might influence care priorities. Lastly, it was difficult to determine from the studies, which were mostly qualitative, the relative weight that patients place on each goal or group of goals; however, it seemed that physical symptomology was more of a focus among RA patients who were experiencing the earlier stages of RA than for those in the later stages.
Communication around goals in RA has as yet been largely unexplored. However, explorations and identification of RA goals are in line with national directives for patient-centred care (Smolen et al., 2010) . Guidelines for RA treatment found in the National Health Service's National Institute for Health and Care Excellence (NICE) recommend that a 'negotiated position' be reached by patients and clinicians on treatment goals as true remission may not always be achievable (Watts, 2010) . While clinicians have clear directives regarding goals of therapy for RA, it is unknown if these disease activity-centric goals align with patient goals. To promote truly patient-centred care for RA patients, it is imperative to assess and integrate patient goals into treatment plans in a systematic way.
The present study highlighted four domains from the literature into which patient goals for RA care may fall. This taxonomy can now be utilized by clinicians caring for patients with RA. Initial goals for care
can be elicited by clinicians and guided by these domains to ensure that the patient voice is heard and addressed in care decisions made jointly. The domains identified in the present review can be used to populate a tablet-or paper-based tool to elicit patient goals for RA care prior to visits with rheumatology clinicians, and then discussed together and used to inform and support shared decision making.
Future research on how to improve patient-centred care in RA can include the development and testing of tools designed to elicit patient goals, incorporate them into existing decision aids and improve goal concordance between patients and clinicians.
For RA patients who must contend with the reality of living with chronic disease, there may be significant challenges in their ability to integrate clinicians' recommendations while also dealing with work, family or social obligations and coping with the physical symptoms of the condition. In order to avoid undue burden of RA treatment, goals must be developed collaboratively and the RA illness experience should be evaluated by the clinician and patient in the context of the patient's life situation (May, Montori, & Mair, 2009) 
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